Health and social care practitioners' understanding of the problems of people with dementia‐related visual processing impairment by McIntyre, A et al.
Health Soc Care Community. 2019;1–9.	 wileyonlinelibrary.com/journal/hsc	 | 	1
 
Received:	24	April	2018  |  Revised:	3	December	2018  |  Accepted:	20	December	2018
DOI:	10.1111/hsc.12715
O R I G I N A L  A R T I C L E
Health and social care practitioners' understanding of the 
problems of people with dementia‐related visual processing 
impairment
Anne McIntyre1  | Emma Harding2  | Keir X.X. Yong2  | Mary Pat Sullivan3  |  




















the	 needs	 and	 problems	 of	 those	 people	 with	 young	 onset	 dementia	 in	 the	 UK.	
Symptoms	of	Alzheimer's	disease	are	relatively	well	known	(memory	loss,	disorienta‐
tion,	 language	difficulties	and	behavioural	problems).	However,	there	is	 less	aware‐







optometrists	 and	 admiral	 nurses	 participated	 in	 focus	 groups	 or	 one‐to‐one	 semi‐
structured	interviews.	All	participants	were	shown	video	clips	of	people	with	demen‐
tia‐related	visual	impairment	to	facilitate	discussion.	Sixty‐one	participants	took	part	
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1  | INTRODUCTION















ject	 identification)	 in	Alzheimer's	 disease	 are	 less	 recognised.	 The	
lack	of	understanding	and	knowledge	of	less	common	symptoms	in	
dementia	 often	 leads	 to	 delayed	 or	 incorrect	 assessment,	 diagno‐
sis	 and	management	by	health	 and	 social	 care	professionals	 (Care	
Quality	 Commission	 &	 CQC,	 2013)	 of	 PCA	 and	 of	 other	 uncom‐
mon	dementias	such	as	Dementia	with	Lewy	Bodies	or	corticobasal	
degeneration.




&	 Shakespeare,	 2016).	 It	 is	 estimated	 that	 around	 5%	 of	 patients	





terior	cortical	 functioning)	 rather	 than	 impairments	of	memory,	as	




agitation	 because	 curved	 patterns	 on	 curtains	 are	 misperceived	

























understanding	 of	 the	 problems	 of	 people	with	 PCA.	Many	 people	
living	 with	 PCA	 are	 proactive	 in	 making	 their	 own	 environmental	
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social	care	practitioners,	posterior	cortical	atrophy









tial	 insights	 of	 dementia‐related	 visual	 impairments	
experienced	in	later‐stage	typical	Alzheimer’s	disease.
What this paper adds
•	 Memory	 loss,	disorientation,	 language	and	behavioural	
problems	 are	 well	 recognised.	 However,	 many	 practi‐
tioners	 regularly	 working	 with	 people	 with	 dementia	




needed	 for	 timely	 and	 appropriate	 assessment	 and	
management.
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changes,	often	because	of	 lack	of	 involvement	from	health	and	so‐
cial	 care	professionals	 (Harding	et	 al.,	 2018).	Understanding	of	 the	


















as	 phenomenology	 or	 grounded	 theory)	 was	 taken	 in	 this	 study.	
This	approach	is	commonly	used	in	health	and	social	care	research	
to	explore	subjective	experience	in	the	real	world,	especially	where	
the	 phenomenon	 has	 not	 been	 fully	 investigated	 before	 (Braun	&	
Clarke,	 2006;	Morrow,	 2007).	Consistent	with	 a	 subtle	 realist	 po‐
sition	 (Ritchie	 &	 Lewis,	 2003),	 the	 researchers	 adopted	 a	 neutral	
stance	 towards	data	 collection,	 interpretation	and	presentation	of	
the	 findings,	whilst	 recognising	 that	 a	 totally	 objective	 position	 is	
never	completely	achievable.	In	line	with	this	approach,	a	heteroge‐
neous	sample	was	sought	so	that	a	wide	range	of	views	and	variation	
in	 experiences	 could	 be	 explored.	 The	 experiences,	 opinions	 and	





interview	 guide	was	 developed.	 Key	 topics	 for	 exploration	 during	






these	 would	 provide	 the	 opportunity	 to	 access	 individuals’	 per‐










methods	 of	 data	 collection	 other	 than	 face‐to‐face	 focus	 groups	
were	considered.	Online	 focus	groups	were	also	offered	using	the	












Health	 and	 social	 care	workers	 that	 were	 in	 regular	 contact	 with	
people	with	dementia,	and/or	those	with	visual	impairment	as	part	
of	their	working	routine	were	recruited	to	the	study.	Purposive	sam‐
pling	 of	 social	 work	 teams,	 occupational	 therapists,	 optometrists,	
Visual	 Impairment	 Rehabilitation	 Officers	 (ROVIs),	 nursing	 home	
care	workers	 and	 dementia	 specialist	 community	 (Admiral)	 nurses	
took	place.	All	participants	had	to	have	worked	in	their	discipline	and	
in	dementia	care	for	at	least	1	year.
Participants	 came	 from	 a	 range	 of	 services	 such	 as	 the	 pub‐
lic	 sector	 (NHS,	 Local	 Authority),	 private	 sector	 and	 charities.	
Permission	was	granted	by	the	Head	of	an	Older	People's	Services	
in	one	 local	authority	 for	 their	 social	workers,	occupational	 thera‐
pists	and	key	workers	to	take	part	in	the	research.	Participants	were	
recruited	via	 an	email	 invitation	 sent	by	 their	 line	manager.	Other	
occupational	 therapists	 were	 recruited	 via	 the	 Royal	 College	 of	















tion	 sheets	 and	 consent	 forms	were	 also	 taken	 by	 the	 research	
team	to	focus	groups	so	that	participants	could	give	written	con‐
sent	 prior	 to	 data	 collection	 taking	 place.	 Where	 online	 focus	
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groups	and	interviews	were	carried	out,	participants	were	emailed	
the	 participant	 information	 sheet,	 demographic	 information	 and	
consent	 forms	 in	 advance.	Where	 these	 had	 not	 been	 returned	
prior	 to	 the	 focus	group,	 a	 reminder	 for	attendees	 to	 return	 the	
consent	 and	 demographic	 form	was	 given.	All	 participants	were	

















insights	 and	 opinions	 rather	 than	 testing	 their	 knowledge.	 They	
were	 asked	 general	 scoping	 questions	 about	 their	 experiences	 of	
working	with	people	with	dementia,	what	visual	problems	they	had	
noticed	 in	 their	clients,	how	they	had	noticed	 them	and	how	they	
addressed	 them.	 Participants	 were	 asked	 about	 their	 familiarity	
with	the	term	“PCA”	or	terms	such	as	“Benson's	syndrome,”	“Terry	
Pratchett	syndrome,”	“Biparietal	Alzheimer's”	and	where	they	might	
have	 come	 across	 these	 (e.g.	 television,	 a	 service	 user,	 training	









All	 interview	 and	 focus	 group	 audio	 files	 were	 transcribed	 verba‐
tim	by	a	professional	 transcriber,	with	participant	and	place	names	



















NHFG1 Nursing/care	staff Focus	group 5 Face	to	face
NHFG2 Nursing/care	staff Focus	group 9 Face	to	face
SWFG3 Social	work Focus	group 10 Face	to	face
SWOTFG4 Social	work/occupational	therapist Focus	group 9 Face	to	face
OTFG5 Occupational	therapist Focus	group 10 Face	to	face
ROVIFG6 Visual	impairment	rehabilitation	officers Focus	group 7 Face	to	face
OTFG7 Occupational	therapist Focus	group 2 Online
AC1 Activities	coordinator Interview 1 Face	to	face
OP1 Optometrist Interview 1 Online
OP2 Optometrist Interview 1 Online
OT1 Occupational	therapist Interview 1 Online
OT2 Occupational	therapist Interview 1 Online
OT3 Occupational	therapist Interview 1 Online
ROVI1 Visual	impairment	rehabilitation	officer Interview 1 Online
ROVI2 Visual	impairment	rehabilitation	officer Interview 1 Online
AN1 Admiral	Nurse Interview 1 Online
AN2 Admiral	Nurse Interview 1 Online
Note.	(One	occupational	therapist	took	part	in	both	a	focus	group	and	an	interview	so	appears	twice	in	this	table).











Codes	were	generated	only	after	 immersion	 in	and	 familiarisa‐




scripts.	Where	 initial	 impressions	 had	 highlighted	 codes	 and	 sub‐
themes	 in	 one	 or	 two	 transcripts,	 the	 remaining	 transcripts	 were	
returned	to	in	an	iterative	way,	to	establish	if	these	appeared	else‐
where.	 Codes	were	 then	 organised	 and	 re‐organised	 into	 themes	
and	major	themes.
3  | FINDINGS
Firstly,	 more	 descriptive	 findings	 that	 arose	 in	 response	 to	 initial	
scoping	 questions,	 appertaining	 to	 participants’	 experience	 and	
understanding	of	dementia	are	presented	and	 then	 the	 two	major	
themes	that	came	from	the	data.	The	first	of	these	themes	“where	













ral	dementia	 (FTD)	 (SWFG3,	OTFG5,	OPT2).	Few	participants	 rec‐
ognised	terms	associated	with	PCA,	such	as	Benson's	syndrome	or	
Terry	Pratchett	syndrome.









in	 social	 care	 (SWFG3,	 SWOTFG4,	 OTFG5,	 OPT1).	 Participants	
identified	that	knowing	the	client's	diagnosis	and	impairments	were	
useful	 for	 long‐term	 planning,	 including	 decisions	 about	 provision	







































a	 shape,	 light,	 something,	 and	 the	 brain	 translates	
it	 into	 something	 that's	 tangible	 like	 a	 person…”	
	 (SWOTFG4,	l.333)
















there	are	a	 lot	of	women	out	 there,	 just	 like	 there’s	






































This	 quote	 comes	 from	 an	 interview	 with	 one	 participant	 (OT2,	













“…we	 couldn't	 remove	 all	 the	mirrored	 wardrobes…	
Their	 room	was	a	huge	problem	because	she'd	have	
heated	 debates	 with	 all	 these	 unseen	 people.	 So	
they	were	all	covered	over	and	every	glass	and	patio	
door…”		 (AN1,	l.683)
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of	good	lighting	was	advocated	by	participants	(OP2,	ROVI1	&	2,	OT2),	
to	ensure	that	there	were	no	shadows	in	rooms	to	reduce	hallucinations	
















path	 but	 your	 brain’s	 seeing	 them,	 so	 you’re	 brain’s	
saying	oh,	there’s	five	chairs	 in	this	room	and	you’re	












In	 this	 theme,	participants	were	aware	of	 the	 lack	of	evidence	
base	for	their	practice.	Although	a	definitive	diagnosis	was	not	cru‐
cial	 to	 all	 participants,	 the	need	 for	 timely	 recognition	 and	 robust	









visual	 impairment.	 Participants	 came	 from	 a	 range	 of	 disci‐
plines	 and	professional	 education	 in	different	organisations	 and	
geographical	 areas	of	 the	UK.	However,	 they	all	 had	day‐to‐day	









in	 their	 clients,	but	were	 less	aware	of	other	problems	 including	
dementia‐related	 visual	 impairments,	 or	 of	 rarer	 or	 young	 onset	
forms	of	dementia.	Lack	of,	or	slower,	diagnosis	of	rarer	and	pre‐
dominately	younger	onset	dementias	(such	as	PCA)	were	reported	





report	 by	 the	 CQC	 (2013)	 and	 the	 national	 audit	 by	Healthcare	


























participants	 working	 with	 people	 with	 younger	 onset	 dementias,	
participating	 in	the	study	confirmed	and	consolidated	their	clinical	
reasoning	and	practice.	These	behaviours	concur	with	Bannigan	and	
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Conversely,	a	lack	of	understanding	of	visual	processing	impair‐
ments	 meant	 that	 some	 participants	 struggled	 in	 their	 evaluation	
of	what	they	witnessed	in	the	video	clips.	They	found	it	difficult	to	
accept	new	knowledge	or	understanding	of	dementia‐related	visual	
processing	 impairments,	 preferring	 to	 reason	 that	 the	 poor	 task	
performance	observed	 in	 the	video	 clips	was	due	 to	 their	 existing	
understanding	 of	 memory	 loss	 and	 behaviour	 changes	 in	 demen‐





















in	 participants’	 work	 place	 with	 colleagues,	 so	 that	 participants	
could	 have	 provided	 socially	 desirable	 or	 guarded	 responses	
(Krueger	 &	 Casey,	 2004).	 Although	 the	 aim	 was	 to	 use	 focus	
groups	for	all	online	data	collection,	this	proved	problematic	be‐









tion	health	 and	 social	 care	 education	 (Health	Education	England,	
2014)	and	health	and	social	care	staff	training	(DH	2016),	the	find‐
ings	from	this	study	support	the	CQC	(2013)	report	and	Healthcare	
Quality	 Improvement	 Partnership	 (2017)	 audit	 that	 health	 and	
social	 care	 practitioners	 require	 further	 and	 better	 training	 and	
understanding	of	less	common	and	younger	onset	dementias.	The	






already	 crowded	 curriculum	 and	 changing	 educational	 priorities	
(Campion,	Awang,	&	Ward,	2010;	Deacy,	Yuen,	Barstow,	Warren,	&	
Vogtle,	2012;	Wittich,	Jarry,	Barstow,	Jarry,	&	Thomas,	2017)	and	
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